INTRODUCTION
============

Intellectual disability is defined as mental retardation or impairment in the areas of development or cognitive activities \[[@R1]\]. Intellectual disability is "a disability characterized by significant limitations both in intellectual functioning and in adaptive behaviour, which covers many everyday social and practical skills. This disability originates before the age of 18" \[[@R2]\],

In Finland, more than 50,000 people have been diagnosed as having intellectual disability. Because of intellectual disabilities many people are not able to express their pain verbally. Therefore, the skills of nursing staff are important to identify and manage pain in this vulnerable group of people.

Pain assessment and management have been the focus of interest internationally in several scientific fields. However, research into pain assessment among non-communicating intellectually disabled people has been very limited. The staff may have difficulties in interpreting the clients' behaviours \[[@R3]\], and pain among these clients may remain unidentified. Pain assessment among intellectually disabled people is usually very difficult \[[@R4]-[@R7]\] because of insufficient assessment methods and nurses' insufficient knowledge and education \[[@R8]\].

Pain assessment is essential among non-communicating intellectually disabled people. According to Stallard and co-authors (2001), intellectually disabled people suffer from pain often on a daily basis but their pain is not actively managed. Pain is mostly chronic \[[@R8]\] and, according to Hadden and Baeyer (2002), the duration of pain is between one to five hours with a mean intensity of 2.4 (scale 1-5).

Pain in non-communicating people can be assessed by observing physiological changes, such as breathing, skin colour \[[@R5],[@R8],[@R10],[@R11]\], sweating \[[@R5],[@R8],[@R11]\], urinating, blood pressure and heart rate \[[@R12]\]. Additionally, pain can be assessed by observing behavioural changes \[[@R13]\]. Facial expressions and aggressive behaviour are common indicators of pain \[[@R5],[@R10],[@R14]\]. Vocal expressions and body posture may also indicate pain.

Pain can be assessed by using different types of pain assessment tools. Non-communicating intellectually disabled people are not usually able to use any self-rating scales and, therefore, their pain should be assessed by using observation scales. NCCPC-PV (non-communicating children's pain checklist-postoperative version) is developed to assess postoperative pain \[[@R15]\] and NCCPC-R \[non-communicating children's pain checklist-Revised\] is developed for parents to assess their child's pain (8, 9). NCCPC-PV, r-FLACC- \[revised-face, legs, activity, cry, consolability\] and NAPI \[nursing assessment of pain intensity\] can be used by nurses and physicians \[[@R16]\]. Table **[1](#T1){ref-type="table"}** summarises pain assessment tools that can be used to assess pain in non-communicating intellectually disabled people.

Documentation of pain management and its effectiveness is based on systematic use of a validated pain assessment tool. It is recommended that pain should be re-assessed 30 minutes after administration of analgesics \[17\]. The nurses should be able to use pain assessment tools and to evaluate how effective the method used in pain management was. Documentation of pain assessment and management provides the basis for continuity of care too \[[@R18]\].

The purpose of this study was to describe pain assessment among non-communicating intellectually disabled people living in long term care described by nursing staff. Research questions were the following:

1.  How do nursing staff working in long term care identify pain in non-communicating intellectually disabled people?

2.  How do nursing staff assess pain in non-communicating intellectually disabled people?

3.  How are nursing staff's background variables related to the assessment of pain in non-communicating intellectually disabled people?

MATERIALS AND METHODOLOGY
=========================

Data and Methods
----------------

The target group consisted of 222 nursing staff (here referred to as nurses) working at seven social welfare organisations for disabled people and who were taking care of non-communicating clients during spring 2008. Altogether 181 nurses completed the questionnaires with the response rate being 82%. Head nurses distributed the questionnaires to their staff and the questionnaires were returned in pre-paid envelopes to the researcher.

Semi-structured questionnaires were used to collect the data. The questionnaire was pilot-tested with nine members of nursing staff and no need for changes was identified. The questionnaire consisted of nurses' background information, six variables measuring identification of pain in non-communicating intellectually disabled people and the NCCPC-R (Non-communicating Children's Pain Checklist -- Revised) \[[@R15]\], including 31 variables measuring behavioural changes. This instrument was chosen because it includes categories e.g. changes in eating and sleeping which are important pain expressions among non-verbal persons. The questionnaire was translated into Finnish and back-translated into English by a bi-lingual language teacher at the University of Kuopio. During the translation process two variables were added to the instrument.

Identification of pain was measured using a five-point Likert scale (1 = totally agree, 2 = partly agree, 3 = do not know, 4 = partly disagree, 5 = totally disagree). The nurses were asked how often they observed the given behavioural changes in non-communicating intellectually disabled people (NCCPC-R). The scale was 1 = very often, 2 = often, 3 = seldom, 4 = very seldom and 5 = never. The instrument measures behavioural changes in seven areas: vocal, social, facial, activity, body and limbs, physiological, and eating/sleeping. The data were analysed using SPSS for Windows 15.0 program. Frequencies, percentages, the Mann-Whitney U-test and Kurskall-Wallis test were used to analyse the data \[[@R19],[@R20]\].

Description of the Participants
-------------------------------

Most of the participants were female and assistant or practical nurses. Their mean age was 45 years and almost half of them had been working in health care for more than 20 years and in the care of intellectually disabled people for more than 10 years. Eight percent of the nursing staff had undergone additional education for pain management (Table **[2](#T2){ref-type="table"}**).

RESULTS
=======

More than a fifth of the nurses stated that non-communicating intellectually disabled people cannot feel or express pain. Almost all nurses considered behavioural changes as indicators of pain. Two thirds considered their clients' pain threshold to be high. One third of the nurses did not know if their clients had pain on a daily basis (Table **[3](#T3){ref-type="table"}**). Twelve percent of the nurses had used a pain measurement tool to assess pain in their clients.

Most nurses assessed intellectually disabled people's pain based on vocal expressions, such as moaning, crying and screaming. Flinching or moving the body part away and being sensitive to touch were used as pain indicators by most nurses. More than half of the nurses assessed the client's pain based on changes in the client's social behaviour. Changes such as having less interaction with others and withdrawal were observed while assessing pain. Lack of contact and movements was used seldom in pain assessment (Table **[4](#T4){ref-type="table"}**).

Nurses' background variables (gender, vocational education, age, working experience in health care, working experience with intellectually disabled, number of beds at the ward, additional education for pain management) were not related to their descriptions of identification and assessment of pain in intellectually disabled people (p-value higher than 0.05).

DISCUSSION
==========

Discussion of the Findings
--------------------------

Only 8% of the nurses had undergone any additional education for pain management, even if they had long experience working with clients having intellectual impairment. It is essential to pay more attention to nurses' education in pain assessment because nurses should have skills to identify pain \[[@R17]\]. Earlier findings \[[@R7]\] have shown that clients with intellectual disabilities suffer from pain on a daily basis but their pain remains undertreated. For example, clients with AGU or INCL often have diseases causing pain and discomfort \[[@R21]\] and, therefore, it is essential that their pain is identified, assessed and managed. In this study, more than half of the nurses stated that their clients do not have pain on a daily basis. It is possible that pain among their clients is managed in an effective way. On the other hand, the nurses may lack skills to identify and assess the pain.

Almost all nurses assessed pain in their clients based on behavioural changes. Surprisingly, only one fifth of them assessed the pain based on client's crying. Earlier studies have shown \[[@R9],[@R11]\] that crying is a strong indicator of pain that should be notified in pain assessment. Additionally, facial changes were not considered as a pain indicator by almost half of the nurses, even if facial changes are described as an easy and simple indicator in pain assessment \[[@R22]\]. In this study, it is possible that clients with severe intellectual disabilities are not able to express their pain with facial expressions because many illnesses may cause rigidity in the client's face and facial expressions.

Only 2% of the nurses had often used a pain measurement tool to assess pain in their clients. It is possible that the nurses were not aware of the existing instruments, such as r-

FLACC, NAPI and NCCPC-PV \[[@R15],[@R16]\], that have been published in English. Use of pain measurement instruments is essential for the evaluation of the effectiveness of pain management and continuity of care, and, therefore it is important to teach the nurses to use the instruments for assessment of pain in clients with intellectual disabilities. The instruments are easily accessed *via*the Internet, but it is obvious that they have not been translated into Finnish or validated with Finnish clients.

Reliability of the Study
------------------------

The instrument was pilot-tested with nine nurses and no changes were made to it \[[@R19],[@R20]\]. The original instrument has been found to be found to be valid and reliable \[[@R23]\]. The translated (Finnish version) was translated back into English and there was no need to revise the instrument. Internal consistency of the NCCPC-R measured with the sample of 181 nurses was high )Cronbach's alpha 0.81).

The nurses were given clear instructions how to fill in the questionnaire. The survey was national and because of a fairly high response rate (82%) the results can be generalized to Finnish nurses working with clients having intellectual disabilities. Nursing research focusing on the care of clients having intellectual disabilities has been very limited in Finland and it is obvious that the nurses were very interested in this study and wanted to participate in it.

Ethical Considerations
----------------------

Selection of the study topic was an ethical choice. Clients with intellectual disabilities are one of the vulnerable groups in health care and they have all the rights to receive effective pain assessment and management \[[@R19],[@R20]\]. Participation in the study was voluntary and the nurses were given information about the study in a covering letter.

Each organisation gave approval for the study. In addition, the study was approved by the Ethical Board of Pääjärvi Municipal Federation (112/2008). Approval to use the NCCPC-R was provided by Lynn Breau, who is the developer of the instrument.

CONCLUSIONS
===========

1.  Nurses identify pain in their clients with intellectual disabilities by observing behavioural changes.

2.  Nurses assess the pain mainly by observing moaning, whining, whimpering or flinching or moving the body part away, or being sensitive to touch.

3.  Pain assessment tools are very seldom used by the nurses.

Based on this study, it can be concluded that there is a need for additional education for the nurses in the area of pain assessment and management. It seems that pain in clients having intellectual disabilities is not assessed in an effective way and that nurses need additional education to use pain assessment tools. Professional nursing organizations could arrange this kind of education for their staff. Pain assessment and the use of different tools should also be included in nurses' basic education programs.

This study provided challenges for further research:

1.  How do nurses utilize international pain assessment tools in nursing practice?

2.  How could pain assessment among clients with intellectual disabilities be improved?

3.  How is pain assessment of clients with intellectual disabilities taught in Finnish nurse education?

###### 

Pain Assessment Tools that can be Used to Assess Pain in non-Communicating Intellectually Disabled People

  Pain Assessment Tool, Authors                                                                        Description of Categories to be Observed
  ---------------------------------------------------------------------------------------------------- --------------------------------------------------------------------------------
  NCCPC-PV (non-communicating children's pain checklist, postoperative version) Breau *et al*., 2002   Vocal, social, facial, activity, body and limbs, physiological signs
  NCCPC-R (non-communicating children's pain checklist-Revised) Breau *et al*., 2003                   Vocal, social, facial, activity, body and limbs,physiological, eating/sleeping
  r-FLACC (revised-face, legs, activity, cry, consolability) Voepel-Lewis *et al*., 2008               Face expressions, leg position/movement, activity, cry/vocal, consolability
  NAPI (nursing assessment of pain intensity) Voepel-Lewis *et al*., 2008                              Verbal/vocal, body, movement, facial, response to touch

###### 

Background Information of the Participants (%)

  Background Information                                                       \%
  ---------------------------------------------------------------------------- ----
  **Gender** (n=181)                                                           
   Female                                                                      95
   Male                                                                        5
  **Vocational Education (n=181)**                                             
   Nurse (RN)                                                                  19
   Assistant/practical nurse                                                   58
   Other (e.g. head nurse)                                                     16
   No formal education                                                         7
  **Age (n=180)**                                                              
   19 - 25                                                                     8
   26 - 35                                                                     14
   36 - 45                                                                     22
   46 - 55                                                                     39
   56 - 63                                                                     17
  **Working Experience in Health Care (Years) (n=181)**                        
   Less than 1                                                                 1
   1 - 5                                                                       16
   6 - 10                                                                      18
   11 - 20                                                                     21
   More than 20                                                                44
  **Working Experience with Intellectually Disabled People (Years) (n=179)**   
   Less than 1                                                                 6
   1 - 5                                                                       24
   6 - 10                                                                      19
   11 - 20                                                                     16
   More than 20                                                                35
  **Number of Beds in the Ward (n=180)**                                       
   Less than 10                                                                9
   10 - 15                                                                     21
   16 - 20                                                                     12
   21 - 30                                                                     49
   More than 30                                                                9
  **Additional Education for Pain Management (n=178)**                         
   No                                                                          92
   Yes                                                                         8

###### 

Nurses' Descriptions of Identification of Pain in Non-Communicating Intellectually Disabled People (%)

  Perception of Identification of Pain                                                     Totally Agree   Partly Agree   Do Not Know   Partly Disagree   Totally Disagree
  ---------------------------------------------------------------------------------------- --------------- -------------- ------------- ----------------- ------------------
  Pain can be identified in client's behaviour (n=179)                                     49              47             1             3                 0
  Relationship between the nurse and client has impact on identification of pain (n=179)   49              41             7             3                 0
  An intellectually disabled client can feel and express pain (n=177)                      39              46             3             11                1
  Pain can be identified as physiological changes (n=177)                                  19              59             17            5                 0
  Intellectually disabled clients have a high pain threshold (n=175)                       14              49             20            14                3
  Intellectually disabled clients have pain on a daily basis (n=178)                       2               8              34            42                14

###### 

Nurses' Assessment of Pain in Intellectually Disabled People Based on Behavioural Changes (Non-Communicating Children´s Pain Checklist -- Revised, NCCPC-R) (%)

  Behavioural Change                                                             Very Often   Often   Seldom   Very Seldom   Never
  ------------------------------------------------------------------------------ ------------ ------- -------- ------------- -------
  Moaning, whining, whimpering (n=179)                                           42           42      12       3             1
  Flinching or moving the body part away, being sensitive to touch (n=180)       41           44      13       3             0
  Protecting, favouring or guarding part of the body that hurts (n=180)          37           47      12       4             0
  Screaming/yelling (n=178)                                                      28           50      19       3             0
  Crying (n=178)                                                                 27           39      26       6             2
  Increase/decrease in sleep (n=180)                                             25           51      17       6             1
  Stiff, spastic, tense, rigid (n=179)                                           23           51      20       4             1
  Eating less, not interested in food (n=179)                                    23           50      21       4             2
  Sharp intake of breath, gasping (n=178)                                        21           37      31       10            1
  Not cooperating, cranky, irritable, unhappy (n=179)                            20           63      13       4             0
  Change in colour, pallor (n=178)                                               15           53      25       6             1
  Sweating, perspiring (n=178)                                                   14           56      24       7             0
  Tears (n=179)                                                                  13           43      31       11            2
  A furrowed brow (n=179)                                                        12           35      37       15            1
  A change in eyes: squinting of eyes, eyes opened wide, eyes frowning (n=177)   12           34      44       9             2
  Turning down of mouth, not smiling (n=179)                                     12           33      39       14            2
  Being difficult to distract, not able to satisfy or pacify (n=179)             11           48      35       6             0
  Shivering (n=178)                                                              11           40      34       13            2
  Jumping around, agitated, fidgety (n=179)                                      11           31      36       15            8
  Floppy (n=179)                                                                 11           24      47       15            3
  Lips puckering up, tight, pouting, or quivering (n=179)                        8            28      42       17            4
  Seeking comfort or physical closeness (n=180)                                  8            38      40       13            1
  Less interaction with others, withdrawn (n=174)                                6            31      50       13            0
  Not moving, less active, quiet (n=180)                                         5            32      44       16            3
  Clenching or grinding teeth, chewing or thrusting tongue out (n=178)           4            15      47       25            9
